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ABSTRACT
Numerous studies have been conducted on the quality

of life,

(QOL), of patients with End Stage Renal Disease,

(ESRD). Most of the studies focus on quantitative data
gathering, utilizing testing instruments such as the

SF-36 Health Status questionnaire, or instruments which

measure depression in ESRD patients, such as the Beck
Depression Inventory. Consistent in most studies is a
correlation between age, socioeconomic status, employment
status, the .patients' support system, and psychological

factors such as depression and anxiety, and the patients'

perceived QOL. This study assessed the ESRD patients'
perceived QOL based on results from interviews with the
patients to assess what the dialysis clinic social worker
can do to assist the patient in potentially increasing
their quality of life.
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CHAPTER ONE
ASSESSMENT
Introduction

This chapter addresses the focus of this research

study, i.e., the quality of life,

(Q.O.L.), differences

among patients on hemodialysis and peritoneal dialysis;
how those issues affect treatment choices, and what

social workers can do to assist patients with increasing
their Q.O.L. The chapter also discusses the Literature

Review on which this study was based. The chapter closes
with a brief discussion of what this study will mean for

future social work practice.
Research Focus and Question

There have been numerous studies on the quality of

life,

(Q.O.L.), issues of patients with End Stage Renal

Disease,

(ESRD). Most studies have focused their findings

on what the medical community can do to assist the

patients with their Q.O.L. concerns. This study discussed
the differences in perceived Q.O.L. issues between

hemodialysis, and peritoneal dialysis patients. This

study conducted an open dialogue with the patients on the

various treatment modalities, to discover how the
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patients' Q.O.L. concerns affected their treatment
decisions, and to further investigate what social workers
can do to assist the patient in increasing their quality

of life and if necessary, advocate for the patient in

their treatment choice. Some questions this study
addressed throughout the discussion with the ESRD

patients included issues of family support, or lack
thereof; feelings of control over their health; and

amounts of education on treatment options. These key

issues are important to study, as dialysis social workers
have the greatest opportunity to spend time with the

patients individually, and advocate for the patients in
order to increase the patients' quality of life.

Paradigm and Rationale for Chosen Paradigm
This study utilized the post-positivist paradigm, to

effectively investigate what the Q.O.L. issues are for
ESRD patients, how they affect the treatment choices made

by patients, and to discuss the role of support in
assisting the patient in increasing their perceived

Q.O.L. The post positivist paradigm is the most
appropriate paradigm choice for this study, as it
requires qualitative data gathering, via interviews with
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the ESRD patient in order to build a theory. The post

positivist paradigm "takes an inductive, exploratory

approach to understanding an objective reality" (Morris,
2007, p. 71), via literature reviews, and interviews with

the participants. By conducting verbal interviews with
the ESRD patients, the researcher was able to learn

specifically what the ESRD patient feels and experiences,

as well the researcher had the ability to ask clarifying
questions, which a quantitative research design would not

provide. By being able to ask clarifying questions
directly with the patient, the researcher was able to

ensure the information being obtained was relevant to the
study.

Literature Review
This section includes a brief discussion of the

literature reviewed for this study. Included in this
literature review will be issues of age, socioeconomic
status, employment status, support system, treatment
choices, and the psychological factors of depression and

anxiety and how they relate to the Q.O.L. of the ESRD

patient.
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Quality of Life Issues with End Stage Renal
Disease Patients
Current literature on ESRD and the perceptions of

quality of life for patients on hemodialysis,
peritoneal dialysis,

(HD) or

(PD) are mainly reports on

quantitative research projects utilizing testing

instruments such as the SF-36, the KDQOL-SF, and other
scales used to measure depression, such as the Beck
Depression Inventory. While these instruments are all

valid testing protocols, none of them actually includes
dialogue with the patients as part of the testing
protocol. Most studies of Q.O.L. with renal replacement
therapy concluded that Q.O.L. can be affected by

patients' age, socioeconomic status, employment status,

support system, and psychological factors of depression
and anxiety. These same issues can also affect the

treatment decisions made by the patients.
Psychological Factors

When discussing the psychological factors of

depression and anxiety, the literature concludes most
dialysis patients, on any renal replacement therapy
modality, are more likely to be depressed or experience
anxiety than the general population. As Wasserfallen et
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al.,

(2004) found, "...dimensions associated with the

highest variation in Q.O.L. dealt with pain/discomfort
and anxiety/depression, in both treatment modalities."

According to Lew and Piraino,

(2005), whose study focused

on PD patients, "Depressive symptoms may lead to
carelessness, and may subsequently result in higher
peritonitis rates...increased hospitalizations...and in

some cases death" (p. 122). A study conducted on HD
patients by Vasquez et al.,

(2004), found that anxiety or

depressive symptoms effected how HD patients perceived

their physical status, and suggested that
"...psychological variables in patients on HD are

associated with decreased physical, mental, and social
functioning" (p. 187). The issues of depression/anxiety
should be considered by clinicians when dealing with ESRD

patients, in order to assist in facilitating needed

treatments such as medication or diet changes, support
groups or therapy, and to help the dialysis patient reach
a higher Q.O.L.

When investigating possible causes for

depression/anxiety, one must look at the differences
within the treatment modalities themselves. Hemodialysis

patients attend treatments at the clinic three times per
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week, for up to four hours of treatment. As noted by Niu
and Li,

(2005), clinic HD treatment "...will have a

definite effect on [the patients'] career plans,

employment status, financial situation, self-esteem, and

level of independence" (p. 16). Whereas PD patients, who
are able to complete their dialysis at home, four times
per day, "...often worry about the risk of peritonitis,

as well as incurring adverse effects on their physical

and psychosocial well-being, because of lower levels of
contact with health care professionals" (Niu & Li, 2005,

p. 16). These concerns can affect the treatment modality
chosen by the patients.
Dialysis Treatment Choices

Many renal replacement therapy patients follow the
advice of their nephrologists, without questioning and
investigating what would be the most appropriate

treatment modality for the individual.' In the event of

emergency dialysis, patients are quickly referred to a
clinic for immediate treatment. Unfortunately, many

patients stop asking for treatment options at this stage.
When discussing treatment options with the patient, it is

important to look at the person as a whole, not just a
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person with ESRD. For example, if the patient meets the

general health criteria, and wants to continue working,
then PD or the newest treatment modality, home

hemodialysis, may be the appropriate treatment route to
pursue. Or, if the patient is retired and is afraid that

they would not be able to adequately maintain PD or home
hemodialysis protocols, clinic HD may be the best

treatment option for the client. Studies of treatment
choice decisions by E.J. Gordon (2001), and Wu et al.,
(2004), found treatment choices affect the patients'

perceived QOL. The physician and treatment team also play
a significant role in assisting patients in making
treatment decisions. Gordon states, "[pjatients may be
influenced by their healthcare providers to limit changes

in treatment modalities" (p. 3008). Wu et al. state,
"[p]hysicians should be as explicit as possible in
describing specific trade offs and attempt to elicit

individual preferences for these aspects of quality of

life" (2004, p. 752). For this reason, it is important
for social workers to speak openly with patients about

their treatment choices and to advocate for a patient in

inquiring about other treatment modalities, to increase
the patients' perceived Q.O.L.
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Also important to keep in mind when discussing

treatment choices, and the effect on quality of life, is

to look at the differences in the treatment options

themselves. Much of the literature finds that patients on
PD have a high quality of life, over patients on HD.

Kutner et al.,

(2005) found "PD patients reported more

favorable evaluations of several health status as well as
quality of life domains compared with the evaluations
reported by HD patients" (p. 2162). This was also found

to be true in the quality of life differences study
conducted by Mozes et al., 1996, who found "[pjatients on

peritoneal dialysis exhibited a more favorable adjustment
than HD patients" (p. 1041). While looking at the

differences in treatment related quality of life
measurements, it is important to note that there are also

discrepancies in the literature, involving quantitative

factors.
Demographic Variables
As mentioned above, most literature on renal

replacement therapy concludes that, while kidney

transplant recipients report the highest Q.O.L. scores,

PD patients follow, then HD patients. However, the
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literature does differ on which demographic variables
affect Q.O.L. For example other factors affecting quality

of life in ESRD patients include age, gender, education,
occupation, marital status, and support systems. The

literature in most studies shows a correlation between
these factors and a lower Q.O.L. score. Mingardi et al.,
(1999) studied Q.O.L. and dialysis patients, and found

"...females reported lower scores and the impact of
ageing was more evident..." (p. 1509). They further found

that, "[a]ge, education, race, transplantation, and home
dialysis were the variables most associated with

subjective quality of life..." (p. 1509). While these
findings appear to be conclusive throughout the
literature, there are discrepancies with some of the

factors.

There is little agreement in the literature on the
affect of age on Q.O.L. Some studies, such as that
conducted by Carmichal et at.,

(2000),. found that

"...with increasing age, dialysis patients adjust better

to their illness" (p. 202). However, Pucheu et al.
(2004), found older dialysis patients to have lower

Q.O.L. scores. Another demographic about which there are

contradictory findings in the literature is social
9

support/marital status. Pucheu et al.

(2004), found

"...neither gender, nor marital or professional status
nor educational level was significantly associated with

Q.O.L...." (p. 320). However, Sayin et al.

(2007), found

dialysis patients of "older age, male gender, and living

with family seemed to be disadvantages for Q.O.L."

(p. 3050). Finally, in a study conducted by Ogutman et
al.

(2006), it was found that "Social support has

beneficial effects on the domains of Q.O.L. Family

support helps coping, managing severity of illness, and
stressful situations" (p. 421). The findings on family

support or lack thereof, are inconclusive within the
literature at this time, and will be addressed within

this study.
As noted in the literature review, issues of
depression and anxiety can affect the treatment choice of
the ESRD patient. Depression and anxiety can also affect
the ESRD patient's treatment choices. It is important to

be supportive of the ESRD patient when discussing

treatment options, and attempt to fully understand the
ESRD patient's anxiety and potential for depression. It

is also important to keep in mind that factors such as
age and marital status have been conflicting in other
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studies as to their affect on the Q.O.L. of the ESRD
patient. However, this study will focus on the importance

of support for the ESRD patient, the affect support has
on the patient.

Theoretical Orientation

As noted in the literature review, many previous
studies on the ESRD patients' Q.O.L. focused on the
medical model, and how the patient adhered to their
treatment based on lab levels, blood-work, diet, and KT/V
levels. However, this study hypothesizes that an ESRD

patient's level of support from their family, friends, or
dialysis social worker will be a stronger determinate of
the ESRD patient's actual Q.O.L. perceptions. In order
for an ESRD patient to utilize the support they receive
in a positive manner, resulting in an increased Q.O.L.,

the patient must feel fully empowered in all aspects of

their treatment. The theoretical issue which would
assists the ESRD patient is that of the empowerment

theory.
In the empowerment theory, the key is to provide the

client with information, resources, and support in order
for the client to have the ability to make change in
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their own lives. As Turner (1996) states, "empowerment

us[es] interventions which enable those with whom we
interact to be more in control of the interactions in

exchanges... and the capacity to influence the forces
which affect one's life space for one's own benefit"

(p. 225). By providing the ESRD patient with education
about their treatment options, support once the treatment
option has been chosen, and support with the needs the

ESRD patient will have such as diet changes, potential

employment limitations, sleep changes, and activity
changes, the ESRD patient will be more empowered to make
their own choices, and are more likely to successfully

adhere to the dialysis treatment of choice.

Potential Contribution of Study to Micro
and Macro Social Work Practice

This study contributes to micro social work
practice. The aim of this study was to discover what the

ESRD patient is experiencing, how their experiences

affect their Q.O.L., and thus, their treatment choices,
and what social workers can do to assist the patient with

increasing their Q.O.L.

Social workers are an integral part of the dialysis
team. Social workers have the ability to meet with the
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dialysis patient on a regular basis. Their interactions

with the patients can be as long and in-depth as needed.
The social worker is a conduit for the patient to arrange

a meeting with their nephrologist or treatment team, to

discuss treatment options or concerns. The social worker
also assists patients with insurance questions or

concerns, as well as discusses with the patient the
various prescription coverage options. Finally, the

social worker has the ability to facilitate family
meetings or support groups at the dialysis clinic to

assist the families in learning what they can do to
better support and help the patient in increasing their

Q.O.L.
Summary
This chapter began with a brief discussion of the
topic of this research study, i.e. the perceived quality
of life issues with ESRD patients on two different types
of dialysis, and how those Q.O.L. issues may affect which

treatment option the patient chooses. This chapter also
gave a brief review of previous literature on the topic

of Q.O.L. issues with ESRD patients. Finally, the chapter
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concluded with a brief discussion of how this study

contributes to micro social work practice in the future.
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CHAPTER TWO
ENGAGEMENT

Introduction

This chapter provides information on the engagement
phase of the study, including information on the study
site, participants, and issues of politics, diversity and

ethics.

Engagement Strategies for Each Stage of Study
The researcher was fortunate in that she had been
involved in an internship for the Masters of Social Work
program at Cal State San Bernardino, at the DaVita

Dialysis Palm Springs Clinic, throughout the 2007-2008
academic years. During the internship, the researcher met

with clinic HD patients on all shifts, during MWF, or TTS
days. The researcher conducted psychosocial assessments
on a majority of the HD patients, thus familiarizing the

researcher with the patients, and possible quality of

life issues with which the HD or PD patient may be
dealing.
The researcher also worked closely with major gate

keepers in order to gain acceptance into the DaVita
Company for the study. The researcher spoke personally
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with the Administrators of the agency in order to assess
their willingness to assist the researcher in gaining

access to the DaVita patients for the study. The
administrator assisted the researcher by speaking via
conference call, to a member of the DaVita Risk

Management group, to begin the process of the researcher
gaining DaVita Corporate approval for the study. The

researcher was provided with two possible contacts for

assistance with study approval. The researcher forwarded
an e-mail to both parties explaining briefly about the

proposed study, and requesting guidance as to who to
contact to begin the approval process. The e-mail was
forwarded to the Administrative Coordinator for the

DaVita Clinical Research Division who responded to the
original e-mail, giving directives to the researcher as
to what forms and applications must be completed prior to

final study approval. The researcher completed all
application materials for study approval.
Due to the distance to Palm Springs being quite far
for the researcher to conduct ongoing research, the

researcher spoke with the Clinical Research Division

Administrator, via e-mail and telephone, and requested
clinic sites that are closer to the researcher's base, in
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San Bernardino County. The researcher was provided with

several clinics in the San Bernardino and Riverside City

areas, which were closer to the researcher, than the Palm
Springs clinic site. The researcher was informed by the
Clinical Research Division Administrator that as the

letter of support would go out based upon which clinic
the researcher chose, the researcher would not actually
have to meet with the clinic directors immediately.
However, this researcher felt it was important to make a

positive first impression, and after choosing the
Riverside Magnolia Clinic, the researcher went to the
clinic to introduce herself and to give information to
the Facility Administrator and Clinic Social Worker as to
what the proposed study would include.

The researcher met with the Facility Administrator
of the Riverside Magnolia Clinic, to begin the process of

engagement. The researcher introduced herself and was

also introduced at that time to the clinic MSW, who works
for both the Riverside Magnolia clinic and the DaVita PD

Central clinic. The researcher gave a brief, verbal

description of her interactions with the DaVita Clinical
Research Division, and also gave a brief explanation of
the proposed study. As the Riverside Magnolia Center does
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not currently treat PD patients, it was suggested the

researcher conduct interviews with the PD patients at the

DaVita PD Central clinic in Riverside. Both the facility
administrator and the clinic MSW voiced excitement over
the proposed study, and stated that they looked forward

to working with the researcher.

After obtaining site approval, the researcher began
the task of engaging the patients to request

participation in the study. For the HD patients at the

DaVita. Magnolia Center, the researcher began by meeting
with the social worker at the clinic, to identify
potential study participants. The researcher then

prepared an introductory letter, to be given by the
researcher to the previously identified patients during
their HD clinic treatments,
the informed consent form,

(see Appendix D), as well as
(see Appendix B). The

introductory letter gave information on the researcher as

well as what the study includes. All individuals were

given contact information for the researcher in case
there were further questions. If the patients agreed to

participate in the study, the researcher interviewed the
patients while the patients were undergoing their

dialysis treatment in the clinic.
18

For the patients at the PD Central clinic, the
researcher met with the clinic MSW of the clinic, and

agreed to have the MSW introduce the PD patients to the
researcher when they came to the clinic for their monthly

treatment team meeting. At that time, if the patient

agreed to participate in the study, the researcher
provided each participant with a letter of introduction
and a brief description of the study with the informed

consent form as well as a contact phone number for the
researcher, so if the patients had any specific questions
or concerns, they could speak directly with the

researcher. If necessary, the researcher would be
available by phone to address any further questions or
concerns, the participating patients may have.

Self Preparation

As noted above, the researcher spent a year working
directly with both HD and PD patients at the DaVita

Dialysis Palm Springs clinic, while participating in the

MSW internship program. During that time, the researcher
had built a rapport with many of the patients while

conducting psychosocial assessments. While obtaining
psychosocial information, many of the patients shared
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their personal life experiences, concerns, and hurdles

associated with ESRD treatment. This personal interaction
helped to make the researcher more sensitive to the

experiences the ESRD patients deal with on a day to day

basis.
To further prepare herself the researcher conducted
a thorough literature review on the various treatment
modalities currently in use, and the perceived quality of

life (Q.O.L.) issues the ESRD patient experiences. This
gave the researcher a more broadly based foundation on

which to focus this current study. For example, as noted
earlier, there are discrepancies in the current

literature as to what may affect Q.O.L. perceptions among
HD and PD patients. This study investigated those

discrepancies and elaborates on what the ESRD patient

believes they need from the dialysis clinic social
worker, in order to increase their Q.O.L.

Diversity Issues
As the researcher had been working with the patients

at the DaVita Dialysis Palm Springs clinic, the

researcher had gained sensitivity to the various cultures

represented by the patients receiving the various
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treatment modalities. The staff and patients with whom
the researcher worked with at the Palm Springs clinic

were a mix of Caucasian, Hispanic, and Filipino peoples.
The researcher is aware that for this study, by

interviewing only English speaking patients at the DaVita
Magnolia Center and PD Central clinics, the data is less

representative of the entire ESRD population.
When the researcher first began the internship at
the dialysis clinic, she carried a misperception that all

dialysis patients were elderly, in the declining years of
their lives, unable to work, drive, or care for

themselves. However, on meeting with and speaking to the

various ESRD patients, the researcher learned there are

young dialysis patients, many of whom continue to work,
are able to drive, and care for themselves and their

families. The researcher needed to keep this in mind when

speaking with study participants, to avoid allowing
preconceived ideas to interfere with data gathering.
As the researcher had worked with dialysis patients

prior to this study, the researcher had found that most
of the patients at the dialysis clinic are supportive of

students and their educational goals. Most of the
patients were willing to speak with the researcher and

21

appeared to be interested in the educational and

vocational goals of the researcher. Many of the patients

were more than willing to educate the researcher on the

differences of their lives now, versus pre-ESRD. The

researcher kept perceived differences such as activity
levels, family and/or significant other support, and age

in mind when working with the patients and when

developing the questionnaire on QOL concerns.
Ethical Issues
Within this study, a major ethical issue to focus on
was that of patient confidentiality. All data gathered

during the interviews with the HD and PD patients was
conducted via face to face interviews with the patients.
All data gathered was coded by the researcher for ease in

processing, but remained anonymous. The researcher also
ensured that all data gathered, i.e., notes, were stored

in a locked file cabinet. The data was disclosed in the

study findings, and a copy was given to the clinic for
their records, however, there was no direct identifying

information to link information to the participants. By
keeping all identifying information confidential, this

protected the human subjects' mandates.
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The Magnolia Center HD clinic is set up where all HD

patients sit in a square, around the nurses' station.
There are no barriers between chairs, which would allow

other patients to hear what the patient and researcher
are discussed. To remove this breach in confidentiality,

the interviewer asked each participant if they would mind

answering the questions on the treatment floor, as a

conference room or office was not readily available. The
researcher informed the participants it would be possible
for other patients to possibly "eavesdrop", but all

participants agreed to be interviewed on the treatment

floor. For the PD patients, the researcher met with them
in the conference room either before or after their
monthly meeting with the treatment team.
There were several potential value concerns that

arose during the interview data gathering. One value
concern that the researcher needed to keep in mind was

that of moral values. In speaking with the social workers
at the DaVita clinics, the researcher discussed the
potential for the ESRD patient to choose to stop dialysis

treatments and go on hospice at home, until they pass
away due to toxin build up. Some might believe that this
is an immoral choice as it could be considered suicide.
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However, others may consider it a life choice, which

should be respected. As the study was interested in

finding out more about ESRD quality of life issues, this

moral dilemma could be an issue with some of the
participants.

Another value system that came to light was that of
the terminal societal value. This value is based on what

society feels is important, and how people make
decisions. For example as dialysis centers are for profit
businesses, does the dialysis center lead people to

certain treatment regiments in order to increase revenue?
Are ESRD patients made aware of treatment options and
financial/insurance assistance regardless of clinic

revenue? These concerns could keep the ESRD patient from
being educated about, and making the best treatment

decisions.

This study was social work oriented, thus there were

no physical tests administered, nor did the researcher
need to draw blood, or interact in any physical way with
the patient, thus ensuring human subject protection.
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Political Issues
As mentioned above, the researcher gained initial
approval from the Facility Administrator,

(FA), of the

Magnolia Riverside Clinic and from the LCSW of the PD

Central clinic in Riverside. The researcher received the

letter of support for this study from Ms. Stone of the

Clinical Research Division of DaVita.
A key power relationship the researcher was engaged

with included working collaboratively with the nursing

staff at the facility. The researcher was cognizant of
not disrupting the work flow for the staff, when handing
out letters, and meeting with the patients

Another power relationship the researcher needed to

keep in mind was that of the patients' perceived power in
their treatment. This study hypothesized that ESRD

patients may not be well informed of their treatment
options, or insurance and medication programs which can
help them' make better treatment decisions, thus

increasing their perceived Q.O.L. The researcher needed

to ensure the questions the patients were asked were
pro-patient, and that, any questions the patient had were
immediately addressed.
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A final power relationship the researcher dealt with
is that of working with the clinic nephrologists. The

researcher noted during her internship at the DaVita Palm

Springs clinic the physicians speak briefly with the
patients, and do not appear to spend too much time with
the patient. The researcher was aware that not all

patients may require lengthy visits with their

physicians, but in the past, the researcher personally
worked with a patient who wanted to speak to her

physician about her treatment options, and the physician
told the researcher that the patient would have to talk
to the social worker, not the physician, about her

treatment options. The researcher needed to keep in mind
that the physicians do know more about the patient's

physical needs; however, the researcher spoke with the
clinic physicians in order to obtain support and buy in

from the physician for the study.

Summary

Chapter Two included an introductory discussion of
how the researcher engaged the site, and study
participants, as well as what self-preparation was

conducted by the researcher, to ensure that all ethical,
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values, political, and diversity issues were prepared for

adequately.
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CHAPTER THREE
IMPLEMENTATION

Introduction

This chapter describes the research sites,
participant selection, and the phases of data collection.
The chapter ends with a brief discussion of the how the

data was recorded.

Research Site and Study Participants

This study was conducted with End Stage Renal
Disease,

(ESRD), patients from two different dialysis

clinics. The clinic hemodialysis,

(HD), patients were

interviewed at the DaVita Dialysis Magnolia Street Clinic
in Riverside, California. The Magnolia Riverside clinic
is a 24 chair, six bed facility, which is open Monday

through Saturday from 5:00 am to 9:00 pm. All patients in

this clinic are over the age of 18. Patients attend
clinic hemodialysis,

Wednesday, Friday,

(HD), treatment on a Monday,

(MWF), or Tuesday, Thursday, Saturday,

(TTS) , regimen. .The clinic offers three shift choices:

first shift, approximately 5:00 am to 10:00 am, second
shift, approximately 10:00 am to 2:00 pm, and third
shift, approximately 2:30pm to 6:00 pm. The clinic is
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flexible in allowing patients to come in within 30
minutes of their scheduled HD time. The clinic also

offers nocturnal hemodialysis during the week, using the
six beds.

This research also included interviews with

peritoneal dialysis,

(PD), patients, at the DaVita

Dialysis, PD Central clinic, also in Riverside,

California. The PD clinic has approximately 35 PD
patients whose treatments vary between continuous cyclic
PD,

(CCPD), which is completed by the patient at night;

or continuous ambulatory PD,

(CAPD), which is completed

four to five times per day by the patient at home.

Selection of Participants
The researcher utilized typical case sampling,
(Morris, 2006), which provided a general profile of male
and female patients who have been diagnosed with ESRD and

are currently on either clinic hemodialysis or peritoneal

dialysis. The researcher chose this case sampling

approach, as the purpose of the study was to provide
insight to social workers in the dialysis field as to
what the typical ESRD patient experiences, and needs.

This type of case sampling provides the researcher with
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Table 1. Demographic Table

Age

Treatment Choice
Peritoneal
Dialysis (PD)

Treatment Choice
Clinic
Hemodialysis (HD)

18-30 years old

0.2%

0.1%

31-40 years old

0.0

0.1%

41-50 years old

0.2%

0.4%

51-60 years old

0.2%

0.2%

61-70 years old

0.2%

0.1%

71-80 years old

0.2%

0.0%

81-90 years old

0.0%

0.0%

91-100 years old

0.0%

0.1%

18-30 years old

0.111%

0.125%

31-40 years old

0.222%

0.0%

41-50 years old

0.222%

0.0%

51-60 years old

0.444%

0.0%

61-70 years old

0.0%

0.125%

71-80 years old

0.0%'

0.5%

81-90 years old

0.111%

0.125%

91-100 years old

0.0%

0.0%

Gender

Male Patients

Female Patients

the typical experience of the ESRD patient on PD or HD

treatment. The participants in this study included

English speaking, ESRD patients over the age of 18, who
are on Clinic Hemodialysis,

(HD), or Peritoneal Dialysis,

(PD). All ethnicities were invited to participate. There
were 20 HD patients and 14 PD patients who participated
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®

in the study. The primary ethnic groups in both Riverside
clinics were Caucasian, followed by Hispanic, and Asian

patients.

Data Gathering

The researcher began the data gathering by reviewing

previous studies on Q.O.L. issues for ESRD patients. As
mentioned previously, most of the earlier studies were

focused on the medical model and quantitative in nature.
The researcher for this study wanted to gather

information from the dialysis patients themselves, by
conducting a dialogue individually with the patients, in

order to obtain more thorough information on the
patients' feelings and their support systems. The
researcher conducted qualitative data gathering via

individual interviews with the patients on both clinic
hemodialysis,

(HD), and peritoneal dialysis treatments,

(PD), to inquire about the issues patients require

assistance with from social workers, in order to better

assess how social workers can assist the patients in
increasing their Q.O.L. The researcher used several types

of questions during the interview to more accurately
assess the dialysis patients' feelings and needs. One

31

type of question was the "descriptive question",

(Morris,

2006) , which provided the patients with the ability to

describe their experiences on dialysis in an open and
candid way. Some of the descriptive questions used in
this study included: How has your life changed since
being diagnosed with ESRD? Do you understand what your

treatment choices are? And, do you have a support system?
These descriptive questions also lead the way for
the researcher to ask "structured" questions,

(Morris,

2006) , which assisted the researcher in being able to
better understand what the ESRD patient was stating. Some
of the structured questions included: What role has

support played in your ESRD treatment and life? Do you
feel the support you receive from family and/or clinic
staff is positive or negative? Why? By asking these types

of questions, the researcher was able to better clarify
what the ESRD patient feels, as well as to provide the

researcher with a gauge to move on towards the next step
of data analysis and interpretation.

Phases of Data Collection
The researcher began by conducting interviews with
the patients on Peritoneal Dialysis,
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(PD), at the DaVita

Dialysis PD Central Clinic in Riverside. The researcher

first met with the lead MSW at the PD Central Clinic to
discuss the plan for data collection. The lead MSW was
willing to introduce the researcher to the PD Central

patients during their monthly treatment team meeting at
the clinic. The researcher interviewed a total of 14 PD

patients over a two day span, including nine females and

five males,

(see Appendix A for questionnaire).

The researcher then met with the Administrator of
the Riverside Magnolia Center, to discuss the possibility

of conducting research with the Clinic Hemodialysis,

(HD), patients during their weekly treatment sessions.
The Administrator was willing to have the clinic

participate in the study, and linked the researcher with
the clinic MSW to discuss which patients would be

available during the days the researcher wished to
conduct the data gathering. The researcher interviewed a

total of 20 HD patients, including eight females and 12
men over a two day period. These patients were asked the

same set of questions as the PD patients,

(See appendix

A). The results will be discussed in the following

chapter.
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At the commencement of the interview, the researcher
began engagement with the patients by introducing

herself, and providing a brief explanation of the purpose

of the interview. Once the patient stated they would be a
willing participant, the researcher reviewed with the

patient the informed consent and debriefing statement.
Once the informed consent was signed by the patient, and
the any questions the patient may have had were answered,

the researcher provided the patient with a brief
explanation of the focus of the study and questions,
including explaining what the researcher was interested

in discovering, how the questions would proceed, and
encouragement by the researcher for the patient to ask
questions or give detailed explanations. Throughout the

interview, the patient participants were able to maintain
the focus of the interview as the questions asked by the

researcher were both "essential [and] probing",

(Morris,

2006). The researcher asked essential questions which
were specifically related to the purpose of the study,

including questions on how the patient perceived their

support system; or any noted changes in activities since
beginning dialysis. The probing questions allowed the

researcher to receive more elaborate explanations from
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the patients. For example, if a patient mentioned they

felt there had been a change in their activity level
since beginning dialysis, the researcher would ask for

more detail as to what about the activity level had
changed. As the researcher finished the questionnaire,
and the patient had provided their last answer, the

researcher again explained the study was over at that
point, and reminded the patient if they had any further

questions or ideas, they could contact the researcher at
the number provided in the informed consent. All patients

were also informed at this time should they wish to see
the study's findings, the researcher would provide a copy

of the study to the clinic research site.
Data Recording
In order to effectively record the data provided by
the dialysis patients on both PD and HD modalities, the

researcher first began the interview by speaking with
each patient individually, explaining the research .study,
and provided each patient with a copy of the Informed

Consent and Letter of Intent, and Debriefing Statements,
(See appendices B, C, D). All participants provided an
"X" for their signature, stating they would allow the
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researcher to record their answers on the questionnaire.
The researcher then quoted the answers provided by the

patients on the questionnaires. The questionnaires were
numbered, and the only identifying information included
the sex and age of the participant, to ensure

confidentiality.
By conducting in-person interviews, the researcher
was able to identify key themes in the discussion, such

as "support", "affect", etc. Once the key themes were

identified, the researcher began to develop a hypothesis

on how to effectively help the dialysis patient improve
their quality of life.

Open Coding
By utilizing qualitative data gathering, after an
initial interview with an ESRD patient, the researcher
conducted "open coding",

(Morris, 2006), by reviewing the

transcript of the interview and noted any key or repeated
themes, such as 'support', or 'activities'. The key

themes were recorded on note cards, in order to proceed

to axial coding, where the researcher was able to develop
an affiliation between the themes.
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Axial Coding
Once the researcher had noted the key themes, during
the next interview, the researcher used "axial coding",

(Morris, 2006) , by reframing the question in order to
link the themes, and assess how the ESRD patients on the
two types of dialysis felt about the themes which were

noted in all interviews, such as 'activities'. For

example, if a patient stated they felt their activities
had decreased, the researcher, during the next interview,
would ask if the patient felt their activities had

decreased, if so, in what manner, and how it affected

their feelings about their quality of life.
Selective Coding

After the relationships between themes had been
identified, the researcher proceeded to "selective

coding",

(Morris, 2006). At this point, the researcher

had enough data to develop a "theoretical statement",

(Morris, 2006). The theoretical statement developed by
the researcher included theories on the importance of

support in the dialysis patients' desire to follow their
diets, engage in. activities, and feel more control over

their health and have a greater affect.
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Summary
This chapter provided information as to how the

research sites were chosen, who the research participants
were and their treatment modalities, how the data for

this study was collected, and how it was recorded to

maintain confidentiality and also to obtain thorough
information from the dialysis patients' point of view.
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CHAPTER FOUR

EVALUATION

Introduction

This chapter describes the way the data was analyzed
and interpreted using open, axial, and selective coding

methods. The chapter also discusses implications of the

research findings for micro social work. Included in this

chapter is a figure illustrating the axial coding
utilized within the study.

Data Analysis
As this study is qualitative in nature, and the data
gathered was obtained through in-person interviews, the

researcher began the data analysis by conducting open

coding. In open coding, the researcher reviewed all of
the transcript recordings, and found thoughts or ideas
which appeared to be common amongst all patient

interviews. For example, a majority of the participants

in the study made a statement about change in their diet.
The researcher continued to review the interviews and

"chunked" (Morris, 2006) , the data, coming up with a
total of four open codes including: affect, activities,

diet, and health control, which were common themes in the
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discussions with all the ESRD patients, regardless of
which dialysis treatment they were utilizing.

Affect

The first open code, affect, dealt with the ESRD
patient's feelings about their treatment, their health,
and how they felt about their lives now they are on

dialysis. A number of the participants in both the HD and

PD treatment modalities stated they felt better being on
dialysis, then before they started, as the treatment kept

them healthy and reduced toxins in their bodies. PD

patient stated, "I feel better about living on PD. I feel
like I'm normal"; HD Patient 10 stated, "I feel better
than before I started"; and HD Patient 14 stated, "If it

wasn't for this [clinic hemodialysis], I'd be dead".
However, dialysis treatment's effect on the ESRD

patient's affect was not always positive in nature. For
example, PD Patient 6 stated, "It's hard. I've lost half
my friends. They threw their hands in the air, and it's
done. I know it's a lot to throw at them". The HD

patients also had some negative statements about dialysis
including HD Patient 6 who stated, "I don't like to be
here four hours per day"; and HD Patient 8 who said, "I'm

40

stuck at home or here". These differing aspects provide a
brief illustration of how an ESRD patient's affect can be

gauged based on their dialysis treatment.
Activities

The second open code, activities, provided the
researcher on information as to what changes, if any,

there have been in the ESRD patients' activity level. The
researcher further discovered on which dialysis modality
the ESRD patient experienced less change in activities.

Some responses from the patients who have experienced a
decrease in their activity levels included PD Patient 3
who stated, "There are no more vacations. I'm very

restricted in traveling because of all I have to take

with me. Traveling is what I miss the most". The
hemodialysis patients also experienced a decrease in

their activities once beginning dialysis. For example, HD

Patient 1 stated, "I don't have a lot of itchin' to do
things I used to"; and HD Patient 7 echoed some of the PD
patients' statements by expressing "I can't go

anyplace... I'm stuck at home or here".
While a majority of the patients on both dialysis
treatment modalities expressed a limiting of activities,
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there were some ESRD patients who did not experience a

major change in their activities. For example, PD Patient

6, who had a positive attitude stated, "You gotta keep
active, it's the one thing I can think of to help with

dialysis". Some of the hemodialysis patients also
expressed little change in their activity level. HD

Patient 4 stated, "I haven't noticed a change...with my
activities"; and HD Patient 20 stated, "I still do what I
used to do before dialysis". The open code of activities

illustrates a majority of those ESRD patients interviewed
feel a definite change in their activity levels for the
worse, i.e. an inability to do things they want to do due
to time constraints, physical weakness, and lack of
desire. However, it was surprising to the researcher that

some patients on both modalities continued to work on at
least a part time basis.
Diet
Diet proved to be a concern for the ESRD patients on
both treatment modalities, as once a person is on
dialysis, they must monitor their fluid intake, avoid

certain foods including fast food, cheese, alcohol, and

foods high in salt content. Most of the patients
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interviewed also expressed their diets were monitored
daily by their family or friends, as well as the dietary

staff and nurses at the dialysis center. The following
excerpts provided the researcher with how the ESRD

patient feels in regards to their diet changes. For
example: PD Patient 1 stated, "My diet changed. The staff

my family tell me what to eat. I should listen better".
The hemodialysis patients also voiced a change in their

diets. HD Patient 4 stated, "I have very few diet
choices, I feel I can eat"; and HD Patient 5 stated, "I
have to watch what I eat, and my fluid intake. My family

watches the food I eat".
All patients voiced a change in their diet,

regardless of their treatment modality. Some of both the
PD and the HD patients stated their family monitored what
they ate and drank, but other patients also admitted to
strictly watching their diet independently. For example,
HD Patient 9 stated, "I stick to my diet pretty well";
and HD Patient 16 stated, "I know my diet".

It appeared to the researcher that as the PD
patients met monthly with their treatment team, including
the dietician, the PD patients seemed to rely more on the

43

dietician for monitoring what they eat, rather than

working on their diet independently.

Health Control/Autonomy
Feelings of control over one's health and the
related feeling of autonomy over personal health was

greater than the researcher had hypothesized in both
dialysis modalities. However, the greater control was

voiced by the PD patients, as many of the HD patients

felt they were being "controlled". In general, the ESRD

patients who felt control over their health subsequently
felt greater feelings of autonomy. For example, PD

Patient 1 stated, "I feel in control"; and PD Patient 4
also voiced feelings of health autonomy with, "I feel I'm

in control of my health". The HD Patient 7 also stated
they felt in control of their health. However, some HD

patients felt less in control of the health, and less
autonomy since beginning dialysis. HD Patient 4 stated,

"I lost control of myself"; and HD Patient 14 voiced a

similar sentiment by stating, "I feel more controlled. I

used to be I control".
The feelings of control and autonomy over one's

health while on dialysis can be difficult to control as
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the ESRD patient is monitored by a dietician,

nephrologist, general physician, nurse, and monthly lab

values are taken by the clinic staff to ensure the

dialysis is effectively cleaning the ESRD patients'
system. This constant scrutiny by so many different
entities can affect a person's feeling of control over
all aspects of their life.

These open codes provided the information needed to

conduct the next stage of data interpretation, axial

coding.

Axial Coding
Through axial coding, the researcher was able to

utilize what had been obtained in the open coding
portion, i.e. important information on the ESRD patients'

affect, activities, diet, and health control/autonomy,
and link them with the main thesis of this report, that

of the importance of support for the ESRD patient, in all
aspects of their treatment and life.
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Figure 1. Link between Support, Autonomy, Affect, Diet
and Activities

The figure above shows the link between support,

autonomy, affect, diet and activities. The feeling of

support leads to an ESRD patients' feeling of increased
autonomy and increases their affect. The increase in
these feelings help a patient in following their strict

diets as well as makes the patient feel as though they

want to participate in activities with their friends and

family.

All of the patients interviewed stated they believed
support was both important and positive for them, whether
the support was provided by family, friends, or clinic
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staff. Some statements included by the patients on the

importance of support include: HD Patient 2 who stated,
"My family gives the best support... they make me feel

happy"; and HD Patient 3 stated "My family monitoring my
diet is important and positive cuz it can help me stay

healthy. The PD patients also expressed the importance of

support in dialysis. PD Patient 2 stated, "Support is
important cuz if you're all alone in this, it's lonely,

sad, and I've talked to people who don't have any support
and it's hard [for them]. I have a lot of support and its

great"; and PD Patient 3 who best summed up the
importance of support with, "The support helps with

anything".
These statements illustrate the importance of

support to both PD and HD patients. Regardless of the
treatment modalities, the ESRD patient requires support
to stay positive with all the changes in their lives, as

well as to help the patient stay on their treatment plans
and be successful.

Selective Coding

By using selective coding,

(Morris, 2006), the

researcher developed a theoretical statement,
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(Morris,

2006) f including the importance of support in the ESRD

patients' lives, and was able to reach the following

conclusions: When support is high, the ESRD patient feels
greater autonomy and control in their health. By feeling
support from family, friends, or clinic staff, the ESRD

patient feels they have more control, as the understand

what is going on with their health, better than a patient
with little to no support with whom to discuss their

feelings.
When support is high, the ESRD patient's affect is
more positive. All ESRD patients who stated they had a
support group, whether it was family, friends, clinic

staff, or religious group, experienced a more positive

feeling in general about all aspects of their lives.
When support is high, the ESRD patient is more

likely to follow their diet and desire to engage in

activities such as the dialysis at sea program, where a
cruise line provides on-board dialysis so a patient can

go on a vacation with their family and friends. When an
ESRD patient is following their diet and dialysis
regimen, they will feel physically better and have an

increased desire to engage in activities. This feeling of
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wellness encourages the patient to continue following
their diet as prescribed by their physician.

However, when support is low, the ESRD patient is

less likely to feel in control of their health, or feel
any autonomy in their life, and their affect is also more

negative. For the ESRD patients who felt little to no

support, they felt they did not have anyone to talk to
about their 'problems', and thus felt a lack of control
over everything happening in their lives.

Finally, when support is low, the ESRD patient is

less likely to follow their dietary restrictions and be
less willing to engage in activities, as they experience
feelings of weakness, nausea, and illness. For those ESRD

patients who felt low support, they expressed more
instances of bodily ills, and felt following the diet was
'useless".

Implications of Findings for Micro Practice

The implications of this study are geared towards

micro practice. It is important to keep in mind as social
workers in the dialysis field, the ESRD patient's life
has drastically changed. The ESRD patient's diet is
restricted, time is taken away from the patient as
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dialysis is time consuming, activities are decreased, and
the patient can feel a loss of control and autonomy in

their lives. As the changes are drastic and can occur

quite rapidly, it is important for the clinic social

worker to be aware of the changes in their Q.O.L. the
ESRD patient is experiencing, and provide support,
education, and if needed, assist the family in providing

support to the patient. As noted above, when the ESRD

patient feels more support they are more likely to follow
the treatment regiment, be more willing to follow their

diets, and feel in general, a greater sense of control
and health in their life.

Summary

This chapter provided a discussion on how the data
was analyzed and interpreted using open coding, axial

coding, and selective coding, all appropriate when

conducting a qualitative research study. The chapter also
discussed the future implications of this study on a

micro level.

50

CHAPTER FIVE
TERMINATION AND FOLLOW UP

Introduction
This chapter discusses how the study information was

disseminated and how the study was terminated. The

chapter also provides a discussion of any potential
ongoing relationships between the researcher and the
study participants.

Communicating Findings to Study Site
and Study Participants

In order to effectively communicate the findings of
the study to the study sites at Magnolia West and PD

Central, the researcher provided the Administrators and
MSW staff of the facilities with one copy each of the

study. The facility staff did not request a formal

meeting to discuss the findings. If a meeting or
presentation had been requested by the study site, the
researcher would have been willing to meet with
interested parties to discuss the findings. The
researcher informed all study participants during the

interview the results of the study would be available to
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them for review at the clinic they received treatment
from, after September, 2009.

Termination of Study

As the researcher does not have an ongoing
relationship with the dialysis clinics or patients,

termination was immediate. Both facility sites' staff
were informed during the initial meeting that after the

interview, as the facilities were not requesting a
follow-up or termination meeting, the researcher would be

terminating the study. All participants in the study were
also informed by the researcher during the interview the

researcher would only contact them in the future if
further information was required for the study. As all

participants were willing to be contacted as needed,

there was no need for follow-up contacts. All
participants stated they understood the study was

terminated after the interview with the researcher.
Ongoing Relationship with Study Participants

As aforementioned, there is no ongoing relationship

with the study participants at this time. All
participants were made aware the study was terminated

after the interview was conducted. The researcher
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provided all participants with a contact phone number for
any potential questions or concerns, however none were

raised. The researcher does not have any plans to return

to the facility sites and engage with any of the
respondents. However, the researcher will continue to be

available in the future to the dialysis facilities' staff
should there be any need to discuss questions or

concerns.
Summary

This final chapter discussed how the research
results were provided to the participating dialysis
facilities and patients. The chapter also provided a

description of how the researcher was able to terminate
the study and relationships with the study participants

once the interviews were completed. The chapter concludes
with the statement the researcher was willing to make
herself available to the dialysis facilities as requested

for future questions.
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APPENDIX A

INTERVIEW QUESTIONNAIRE FOR PATIENTS
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Interview Questionnaire for Patients

Demographic questions:

Female____

What is your gender: Male____

What is your age:____

Marital Status:

Single___ Married___ Divorced___ Separated___ Domestic
Partnership___ Common Law Marriage___ Living with Significant
Other___ Widow/Widower___
Highest level of education completed:

Elementary School___ Junior High School___

High School___ Junior College____ Trade School___

Bachelors Degree___ Masters Degree___
Doctoral Degree__ Advanced Degree___ _
What is your current employment status:
Employed___ (Full Time___ Part Time___ )

Unemployed___
Retired___

What is your current dialysis treatment choice?
Clinic Hemodialysis___

Peritoneal Dialysis___

Home Hemodialysis___
How long have you been on your current treatment choice?
Years___ Months___

What type of insurance do you currently have?

Medi-Cal___ Medicare___ Private Insurance___ AKF___
Qualitative questions:
What types of dialysis treatments have you utilized?

How has your life changed since being diagnosed with ESRD and
beginning dialysis?

Do you believe you have been given appropriate education about the
various dialysis treatment options?
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Do you feel that your dialysis treatment choice has affected your life in
positive or negative ways, and why? Who informed you of your
treatment choices?
Do you understand what your treatment choices are?

Do you feel you have control of your health?
Do you know who is on your treatment team?
Do you understand the role of each treatment team member?
What role does the dialysis social worker have in your treatment?

Are there issues with your treatment that you do not feel are being
addressed?

From who or what do you receive support?
Do you believe support is important in your ongoing dialysis treatment?
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APPENDIX B

INFORMED CONSENT
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Informed Consent
The study in which you are being asked to participate in is a research
study being conducted by Heather Toms, student, for the Masters of Social
Work degree at California State University, San Bernardino. The study is being
supervised by Dr. Teresa Morris, Chair of the Social Work Department at Cal
State San Bernardino. This study has been approved by the Institutional
Review Board of the California State University, San Bernardino.
The purpose of the study is to assess what the needs of the dialysis
patient are, in order to increase their quality of life, and how the dialysis social
worker can assist the patient in reaching their goals. The study will consist of a
question and answer session with the researcher, lasting between one to two
hours. For the participants receiving clinic based hemodialysis, the interview
will take place at the clinic site. For the participants on peritoneal dialysis or
home hemodialysis, the interview may take place either at the clinic site during
the treatment team meetings, or via phone. All information will be confidential,
and no names or other identifying data will be disclosed.
Your participation in this study is completely voluntary. There are no
expected risks or benefits from your participation in the study. Refusal to
participate will not cause any penalty or loss of services/benefits to which you
are otherwise entitled.
If you have any questions or concerns about this study, please feel free
to contact the Faculty Academic Supervisor, Dr. Teresa Morris, at:
(909) 537-5501.

By placing a check-mark on the line below, I acknowledge that I have
been informed of, and that I understand, the nature and purpose of this study,
and I freely consent to participate. I also acknowledge that I am over 18 years
of age.Place check mark here for participation:______
I agree to have the interview audio-taped:___ yes___ no
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APPENDIX C
DEBRIEFING STATEMENT
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Quality of Life with Dialysis Patients
Debriefing Statement
The study in which you have participated was designed to investigate

how dialysis social workers can assist the dialysis patient in increasing their
quality of life. The researcher conducted interviews with open ended
questions, so no deception or misconstruing of answers would be possible.

If you have any ongoing questions or concerns in regards to the present

study, you may contact Dr. Teresa Morris, Faculty Advisor, at (909) 537-5501.
If you are interested in obtaining the results of the study, you may request
copies from the Pfau library at the California State University, San Bernardino,
after September, 2009. Copies will also be available at the DaVita Magnolia

Center Clinic and the DaVita PD Central Clinic.
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APPENDIX D
LETTER OF INTRODUCTION
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Letter of Introduction for the Quality of Life in Dialysis Patients Study

Hello,
My name is Heather Toms, and I am a student in the Masters of Social
Work program at the California State University, San Bernardino campus. I am
interested in researching what quality of life issues the dialysis patient
experiences, and how social workers can assist the patient in increasing their
quality of life.
The research will consist of a confidential interview, with interested
participants who are involved in clinic hemodialysis, or peritoneal dialysis. The
interview will include non-identifiable demographic questions such as age,
gender, and type of dialysis treatment. The interview will also consist of an
open discussion of the dialysis patient’s life with their dialysis treatment
choice. Included will be questions of education on treatment options, the role
of the treatment team in the dialysis patient’s treatment and life, and how
effective the dialysis patient believes the social worker to be, if at all, in
assisting the patient in increasing their quality of life.
If you are interested in participating in the study, please contact me by
phone at (909) 744-2657. At that time, we can schedule a time to begin the
interview. The interview is not expected to last longer than one to two hours. If
you have any questions prior to deciding on involvement in the study, please
notify the clinic social worker, and they will inform me, and I will be happy to
address any questions or concerns you may have. I look forward to meeting
you, and discovering together, what the social worker can do to help you have
the best quality of life possible.

Respectfully,
Heather Toms
MSW Student
California State University, San Bernardino
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